WltAT AUOUT CONI H)l£NTIAUTY? 


Strict policies anil procedures have hoeti 
developed lo serve as guidelines for mainte¬ 
nance of confidentiality and disclosure of 
data. Hospitals participating in MCJl retain 
control over Ihulr data. Access In confidential 
information on summary data is allowed only 
try agreement with participating hospitals. 

Data collected on each patient include: 

I'a Lieu l identification 

— Sile of diseasefs) 

— Tumor histology 

— Sli^je nr extent of dtseasc(s) 

— ‘treatment performed or initiated 

— (ament status of patient 
Iatuglli of survival 

■ Pamily history of cancer 

* * Tobacco amt alcolml use 
~ Occupation and industry 
Unusual I ox hi exposure 


IN SUMMARY. . . 

The Missouri Cancer Registry serves n 
twofold purpose: 

1. It is a lax supported service to Individual 
hospitals and their health care personnel. 

2. It iiiiunhiins a eimlralUed datalmse docu¬ 
menting cancer incidence. 


FOR MURK INFORMATION CONTACT: 

Missouri Cancer Conlrol Program 
Missioni Cancer Registry 
Ihtsiucss Loop 7(1 A Oarlh Avenue 
Columhia, MO 65201 
(JN) 875-2218 or 2219 
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MISSOURI DIVISION OPIH AI.III 
llttieaii of Phi curie Diseases 
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Source: https://www.industrydocuments.ucsf.edu/docs/hymmOOOO 


EXHIBIT B .5 



WHAT IS A REGISTRY? 

A nuicer registry is a system fur collection, storage, analysis, and interpretation of information 
on earner anil cancer patients. It may include data on premalignant lesions and certain benign tumors 
as wi ll as on malignant neoplasms. Cancer registries are either hospital-bused or ecutraliml; the 
dillerei h i* lies in kcojh:. 


I tie Hospital-lbiscd Registry: Tim hospital: 
Uw«l cancer registry may he an mi to no moos 
unit or a section of another department, 
Using mfotmalioit ohlnined from medical 
imiiils, Die hospital registry provides imme¬ 
diate access to eaneec data—such ns exact 
iiuinlH*r of diagnoses in a given time period 
or relative frequency oT cancers by site, 

A hospital-Imscd survival registry allows for 
active lifetime follow-up of cancer patients 
diagnosed nr treated in that hospital. Registry 
data r an also assist in cvahintioii of survival 
iairs. Diagnosis, tiealmcnt, and staging data 
ran pm vide persuasive documentation for 
additional hospital personnel, equipment, 
and far ill ties. 


I III- MISSOURI CANCER REGISTRY 


The Ccnlial Registry: A central cancer regis: 
try depends on data obtained from hospital- 
based registries or other sources. A statewide 
Systran imiiotains data ihi a large enough 
population to make statistically significant 
analyses of cancer incidence and prevalence. 
As research turns more and more to investi¬ 
gation of environmental, occupational, ami 
lifestyle factors in cancer incidence, the 
imputation-based registry's lole in epidemio¬ 
logical assessment Incomes increasingly im¬ 
portant. Clinically, the central registry can 
play a significant role in providing analyses 
of data on individual patients or groups of 
patients to assess efficacy of diagnostic and 
treatment practices. 


WHAT DOUS Hill MISSOURI CANO U 
REGISTRY PROVIDE? 

Data Processing: Vrovidcs a eomputm i/.ed *vs 
tain for storage and retrieval of cancer specific 
information; generates s|K*cial listings and ie- 
1 Kiris as requested by participating hospital* 

C onsu lt at ion: Serves as a resource l n hnspit ats 
inifiiitiug registry operation; provides niutu:il 
workshops for hospital-based regisltnis: em» 
suits with hospital -.based registrars on loulim* 
problem solving and data quality swstnaiirr; 
assists in meeting requirements for approval 
of a Hospital Cancer Program by Ameiii 
College of Surgeons. 

Maleriatsj Provides free of chat go all (min*? 1 ml 
ninny of the reference materials requited for 
hospital-based registry operation. 

Kv^‘Lflt|on of Cnrei ('an assist in sydrmalM' 
follow-up of eaneer patients; permits viu h lu»s 
pilal to evaluate its diagnostic and tieatnu-nl 
jiracticcs. 

Ailn dm si rat [ye J’l aiming: Ksl at »1 id\r* a dat;» 
base for justification of hospital facilities, 
equipment, and personnel involved in enm-cr 
care. 

SI ate wide C-aj iver Hal abase; K x a m i i ms 11 e n«' 
in cancer imdilenep, therapy, and pal h id mii 
viva!; provides data for epidmuiologh al *1udi<* 
to identify rnvironmeutal risk sexids 

in evaluation of oveiall effectiveness of pohln- 
interventions such as education and vleening 
programs. 



The Missouri Cancer Itrglslry (MCll) is a central cancer registry system operating since 1972 in 
cooperation with hospitals throughout the stale.. MCll is a major emolument of the Missouri Cancer 
(- 011(1 ol Program within the llurcau of Chronic Diseases of tint Missouri Division of Health. The 
hnginin maintains liaison with the American Cancer Society, the Ameiicau College of Surgeons, mid 
willi national, state, mid legioimt medical record and tumor regisltar associations. 

In ltw:i, a hill mandating eancer-incidem-.e re|Hilling mi every hospital i/.nd cancer caw was signed into 
law. The law piovides shared rcsponsiliility for rc|Mitiing Iwtween the physician, who makes required 
in formal ion available to the hospital chief executive officer, who leports this information to MCll, 
Data mi occupation, family history, persona t habits and unusual toxic ex pnsuirs art? among I he required 
item*;. Subsetpieitl icpitTs on each nmcer vase are not required by taw; however, MCll encourages lms= 
pilals to Inllow Ilnur patients annually and to voluntarily submit follow-up results. 
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